There is a trend in medical and health research to involve patients in the research process. A recent role is the patient acting as a research partner in a team of professionals. There are a few publications about these collaborations and the value of research partners. But is the research partner accepted as a credible knower? How can equality in the collaboration be reached? And how to handle tensions between the research partner's personal agenda and the interests of and burdens on fellow patients? Finally there is the question of how the research influences the research partner's self-perception. The purpose of this article is to investigate these epistemological, relational, ethical, and existential issues, while presenting an ethnodrama. In this drama, the personal narrative of the research partner, a person with a renal disease, unfolds in dialogue with her research mates, whose voices are also present in the text. The article is based on a health research agenda-setting process with the Kidney Association in the Netherlands.
Introduction
Traditionally, patients and their families had two roles in scientific research. They were seen as research objects providing data at the request of researchers or as fundraisers, supporting research and researchers (Oliver, 2006) . Nowadays, there is an emerging trend in medical and health research to actively involve patients in the research process (White & Verhoef, 2005; Whitstock, 2003) . The degree of patient participation can vary depending on the amount of control over the research process . Patients acting as objects of research are on the lowest level of participation. Higher levels of participation include patients as advisors (Hewlett et al., 2006; Kirwan et al., 2007) and patients as interviewers of fellow patients or moderators of focus groups (Balch & Mertens, 1999) . Patients participate in a still higher degree when acting as initiators of research projects or when acting as research partner in a team of professionals Schneider et al., 2004 ).
There are a few publications on the collaboration between professionals and (patient) research partners. These articles focus on the surplus value of working with research partners, the consequences for professional researchers, methodological issues, education and training, conditions for equal collaborations, and ethical dilemmas (e.g., Ellingson, 2006; Holland, 2007; McClean & Shaw, 2005; Schneider et al., 2004) . These articles are written by researchers and do not describe from an insider's perspective what it means to be a research partner. The purpose of this article is to fill this gap, describing in detail the experiences of a research partner and her team mates. The story illuminates in detail the interpersonal dynamics and collaboration between patients and professionals in a research team and shows how the research partner experienced this process. The experiences and feelings and the theoretical reflections in the team can help other researchers and research partners to translate insights from the described context to their own context.
The first author has a renal disease, called polycystic kidney disease (PKD).
Together with a mother of a son with kidney failure she acted as a research partner in a health research agenda-setting process with kidney patients. The project was carried out by a team of three professional 4 researchers and two research partners (December 2005 -May 2006 and followed a responsive approach. In a responsive methodology, researchers aim to enhance personal and mutual understanding of a situation by fostering a dialogue about relevant issues among stakeholders (Abma, 2005; Abma & Widdershoven, 2005; Greene & Abma, 2001; Guba & Lincoln, 1989; Koch, 2000; Schwandt, 2001; Stake, 1975 Stake, , 2004 . Responsive work does not mean research on, but with people; it aims to improve situations by sharing experiences through dialogue. With a focus on practice improvement and collaboration through participation a responsive approach shares characteristics with action research (Hughes, 2005) and participatory research, where participants are involved in the whole research process as co-researchers (French & Swain,1997) . Like participatory research, responsive work -is about radically rethinking who initiates and undertakes the process, and who learns or benefits from the findings‖ (Zukoski &Lulaquisen, 2002 [p. 1]). These types of research are seen as a potential source for empowerment of the research participants.
The research agenda-setting project presented here consisted of four stages: The first, preparing stage, aimed at creating social conditions for the project, followed by the second, consultation stage, in which in-depth interviews were held by two teams both consisting of a research partner and a professional researcher.
Transcripts were analyzed and discussed in project team meetings. In the third, prioritizing stage, seven focus groups were conducted to prioritize the most important research themes and to formulate concrete research questions from the perspective of patients. The fourth, integration stage, consisted of writing the research report and doing a literature study. Finally, the project resulted in a description of critical moments in the lives of kidney patients and their illness history and the uncertainties patients faced at these moments (Abma et al., 2007) . Also a brochure for patients was disseminated. The research partners participated in all activities ranging from data collection and analysis to dissemination.
In this article, the first author, Karen, tells from an insider's perspective how it is to work in a team with professional researchers and how she dealt with uncertainties about her credibility. She also describes what feelings are evoked during interviews with fellow patients and shares concerns about her subjectivity.
The story reveals how the project contributed to the empowerment of the first 5 author, how she developed a feeling of pride and self-confidence about her experiential knowledge, and how it changed her relation with the disease. The experiences are presented as an ethnodrama (Saldaña, 2005 Joos: I exactly remember a meeting of the research team. It was a few days after my son's -kidney day.‖ A lot of kidney patients celebrate the day they received a donor kidney. For many patients this day is more important than their birthday.
Karen had sent Thomas a postcard, since she knows the importance of this day. At the beginning of the meeting Karen and I talked about Thomas' kidney day, and I clearly remember the reactions of the other members. They were completely surprised. They didn't even think about the importance of this day and didn't realize the impact of receiving a donor kidney. By telling our daily experiences in an informal way, researchers get a better idea of living with a kidney disease.
Karen: I also clearly remember all the questions Christi asked us. She really wanted to learn how it is to live with a kidney disease. Later she told me, how important these informal talks were for her.
Christi: In the beginning I didn't know anything at all about living with a kidney disease. By talking with Joos and Karen I got a better notion of the impact of having a kidney disease. I remember that at first I was a bit hesitant, as I saw them as my new colleagues; how could I ask them all these personal questions about their lives? But Karen and Joos were very open and gave me the idea that I could ask them everything. They also started asking me questions about my experiences with working at the university and why I wanted to write a dissertation. In this way, I did not have the feeling that I had to -interview‖ them but that we mutually could exchange our experiences; so we all learned a lot! Karen: The meetings were also used to compose a topic list for the interviews. As research partners we contributed largely to the topic list since we could talk from our own experiences. Joos and I already had a sense of which things are at stake in the lives of kidney patients. We also contributed to the recruitment of respondents for the interviews; we already had contacts with local organizations of the patient association. Due to our participation in the team, patients were more willing to join. Based on the experiences of us as research partners, the original target group was extended by adding parents of young children and teenagers.
Tineke: The second, consultation, stage started, in which 27 in-depth interviews were held. The interviews aimed to elicit the story of the patient respondent; the topic list was used for checking whether all relevant aspects were covered. The interviews lasted about 2 to 3 hours and were held at the patients' home. In the team we decided to form two smaller teams both consisting of a research partner and a professional researcher to jointly conduct the interviews. We did not have examples how to work with patients and came up with this creative solution as a result of our conversation. The paired interviewing happened to work out very well.
Karen: Starting up the work was again a tense period for me, since I didn't know the professional researcher I was going to work with. She was a new team member.
One of the research members had stopped because she couldn't identify with the project. From the beginning of the project she wasn't happy with the participation of research partners. In her opinion working in a combination of a research partner and a professional researcher was expensive and unpractical. During a phone call we had, she took a superior position, and I felt being the underdog. It felt as if she could give me power or could break me. This made me feel unsure, and I didn't have much confidence in our collaboration. She decided to leave the project, but because of her reaction I was afraid for the attitude of the new team member with whom I would carry out the interviews. I worried about her thoughts and our collaboration: What if she thinks she is more valuable than I am? What if she sees me as an emotional, incapable obstacle needing a lot of support? I didn't realize that the professional researcher, Ezra, also could have fears and doubts, but I was totally wrong. She and Christi also had their own fears and doubts! Later, in one of our communal reflections, Guy emphasized the importance of not creating dichotomies.
Guy: I remember saying that I did not think that Karen was the only one in the team who experienced all kinds of emotions. I explained that all members in the team had to handle emotions and feelings and that Karen in a sense seemed stronger in this than the academic researchers. So I stressed the importance of not overemphasizing the distinctions within the team.
Tineke: I added that it might be confusing because researchers are expected to be without emotions and personal history, whereas, as a research partner, you are expected to bring in all this. There is an inequality there. In 2008, Wendy Austin and colleagues (Austin, Park, & Goble, 2008 ) wrote a nice piece about transdisciplinary teams, in which she explains how important it is that all share their experiences within the team and how hard that can be for academics. Lately Joan Tronto visited us telling that an ethics of care starts from the idea that every human being is vulnerable and that it makes no sense to hide this. This is what I tried, inviting each and everyone to share experiences and creating room for informal talks, such as the proceedings with Joos' son, right from the start.
Karen: Well, yes, and I was lucky that my team mate Ezra did not have any problems to be personal with me; our collaboration turned out fine. From the beginning there was mutual understanding and respect for each other. We needed each other and wanted to learn from each other. We were equal, each having with our possibilities, emotions, limits, and restrictions. During the project we talked a lot about our feelings and thoughts. This happened from the first moment we worked together in our pilot interview. This interview proved to be crucial for the further relationship with my team mate; we actually defined the basic rules for our interaction-acting as equal partners, supporting each other. After the first interview, Ezra and I did a lot of other interviews together. In the beginning, we each had different tasks. The professional researcher, Ezra, would start and tell something about the project and the university, and then I would start to raise questions about the life of the respondent. During the first interviews, most information was new for the professional researcher. This was not the case for me; I could easily relate to what was being said, and I asked most of the questions.
After some time we became more equal as Ezra got familiar with the themes in the lives of kidney patients and the (medical) terms, and she was more able to ask the right thing at the right moment. This was not only a result of the information she got in the interviews but also because we talked a lot about what we had heard afterwards on our way home. We shared our emotions, fears, feelings, and thoughts; these moments were very special and important to me. Later on I learned that we both needed these moments to release our feelings, since especially the first interviews evoked a lot of emotions. Ezra: The interviews evoked a lot of emotions. Sometimes the information made me sad, since kidney patients have to face a lot of problems. I was also affected by the trust patients gave us. They were so open and honest, and they showed their emotions. All the interviews were very special for me, and it was very nice and important to share this and my emotions with Karen.
Karen: We didn't talk about serious themes only. We also had a lot of fun together.
For example, one day my colleague Ezra told me that we were going to meet a -hunk.‖ She had spoken to him on the phone and told me that the guy really had a sexy voice. She was sure: This guy would be a sexy, nice-looking guy. We made a lot of visualizations about this -good-looking guy‖ and made him Mr. -right guy‖ in our minds. You can imagine that we had a lot of fun after the interview when it turned out that mister right guy wasn't that good looking and sexy! Ezra: Till now this is an ever-recurring joke between us.
Karen: The working relationship turned into a friendship, and our conversations helped me to deal with the emotions evoked in the contacts with patients. Due to our mutual understanding and respect, I didn't need further support or coaching to handle difficult situations encountered in the project. During the project, it became clear to me that the professional researcher isn't always the strong one and the research partner the weak one. We all had our fears and doubts and needed each other's support at some moments. It also became clear to me that it isn't true that the -strong‖ professional researcher could give power to the -weak‖ research partner. In the beginning, I had the idea that the professional researcher actually had the opportunities to empower or to disempower me.
Christi: I indeed had the wrong feeling, that I had to empower Joos and Karen. This made me feel insecure, since I didn't know how to empower them. However, it didn't work out like that.
Karen: It helped when Tineke handed over an article by Michelle Van der Plaat
(1999), on the concept of relational empowerment. I began to see that all of us are object and subject of processes of empowerment. Christi, Ezra, and Tineke didn't have to empower us. We supported each other: The research partners had to empower the professional researcher at some points and vice versa. In the beginning, for example, the professional researchers didn't know anything about kidney diseases and the impact of having such a disease. We as research partners had to support and lead them into a new world and because of that we also had a certain amount of power. And sometimes when they had to defend their work within the academy my practical experiences were more convincing than their rational arguments. I also saw the professional researchers wrestling with their attitude, trying, for example, to avoid a superior attitude, showing their vulnerabilities. So the ability to empower and being empowered grew out of the mutual recognition that all of us could contribute to the construction of knowledge and social transformation and that, in that process, all of us had a lot to learn. that I also had to separate personal interests from the research and interview questions. Sometimes I was eager to get some information from a respondent for my own interest, for instance, how he or she had dealt with some situations, which might not directly be important for the research. I tried not to focus too much on such personal issues, and Ezra helped me with this. Yet I noticed that such questions could also provide relevant information for the project. My personal agenda and the research agenda then became intertwined. I remember one situation in which I probed more than necessary about doubts concerning having children. For me this was a very relevant theme, so I asked more than was strictly needed for the research project. The respondent didn't bother about this.
Afterwards I spoke to him, and he hadn't even noticed it. Yet it raised questions about my role and ethical behavior: Had I not been too intrusive, had I not exploited this person for my own sake? One day we had an interview with a male patient of my age. He had received a donor kidney after a period of dialysis during his study at university. During the long interview (almost 2.5 hours) I noticed a -click‖ between us. Our situations were almost identical (not only training background, age, character but also our ambitions). I had in fact never met a 14 person who was so much alike me. This evoked a longing to get to know him better.
We seemed to have so much in common and to share so many ideas and feelings. I sensed we could learn a lot about and from each other. Yet this also worried me. I Actually, I think the interview got, therefore, more intense and gave us more valuable information.
Karen: Ezra and I reasoned that our engagement and personal genuine interest had helped us to gather much valid, in-depth knowledge. Yet we also reasoned that one should not try to realize a personal, therapeutic agenda in research projects. The interviews were held to gather data, not to develop a friendship. Friendship might influence and create a bias when analyzing the interview data.
Joos: We experienced the same situations. Christi and I had for instance an interview with a mother who had a child with a kidney disease. During the interview the mother wanted to hear a lot from me. She wanted to know how I dealt with all our problems and emotions, and we felt a little uncomfortable about this. Christi felt herself an intruder in the conversation of me and the mother who was being interviewed. And I felt uncomfortable since I didn't know if I was allowed to talk about this. Later we have talked together about this situation and how to deal with this kind of situations.
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Christi: The central message we got during our university training is that researchers are not allowed to get involved with the -subjects‖ of their research.
Relationships, friendship, and involvement are regarded as immoral and as a source of bias. Distance and neutrality on the other hand are magic words. But lately I read an article by Janice Huber and Dean Clandinin (2002) , where they explain that in certain research traditions it is considered to be important to pay attention to the relationship with the research subjects. This goes beyond the prevention of overburdening, misuse, and exploitation. It is an active stance to foster good relationship.
Ezra: I felt we had an obligation to take good care of the relationships with people in the research setting. Attentiveness and genuine interest in the other, not only at the time of the interview. I also felt we needed to be honest about our own ideas and personal agenda's and not let them dominate our research.
Guy: I refer to Hans-Georg Gadamer's (1975) work Truth and Method as a book that could be helpful here. He explains this as follows: There is an objectivist position in which one keeps distance and explains the behavior of others with universal laws.
The opposite is the subjectivist position in which one tries to step into the shoes of another person to emphatically understand the uniqueness of that individual. The third intersubjective position, which Gadamer sees as the best stance, entails a dialogical relationship in which object and subject learn and change in interaction with each other. Reasoning from this position it is important, normatively, to engage with another person, to bring in one's prejudices and experiences. Although one may change and alter one's prejudices, this does not mean just giving up one's ideas and viewpoints.
Tineke: As a the team, we learned from these incidents; the next time, we will beforehand discuss with research partners how to deal with their own feelings and interests and how exploitation of patients can be prevented according to ethical standards (such as privacy, confidentiality, informed consent) and what kind of attitude and behavior is required for dealing with respondents in a careful and responsible way.
Existential Issues: The Disease Is No Longer an Enemy
Karen: The project gave me a more realistic view of living with a kidney disease.
Through the interviews, I was able to understand my experiences better and to connect these to the experiences of other people. Before the project, when people asked me if I had a kidney disease, I responded, -I seem to have a kidney disease,‖ or -They have told me I have a kidney disease.‖ The disease wasn't part of me. I tried to keep the disease at a big distance. The disease was an enemy, something negative, not a part of me that I had to accept and cope with. I was wondering why it had happened to me, and although I knew there were no possibilities for cure, I
thought about possibilities to get rid of the disease. During the project, I got more and more aware of the fact that I really have a kidney disease. I also got aware of positive aspects of the disease. Because of the disease, I could participate in a meaningful project, and through this I was able to grow as a human being and as a researcher. The disease became a part of me and gave me the power to develop Frank's (1995) Wounded Storyteller talks about restitution narratives. In these narratives, illness is seen as transitory. It is all about the body returning to its former image. The illness has to be managed/controlled. The restitution narrative is characterized by the conviction that one was previously healthy and will once again reclaim his or her health. Illness is an interruption to be overcome. It is all about the body returning to its former image. was able to achieve a certain state of transcendence. The existential issues (hope, shame, loss, guilt, love, friendship, death, freedom) I dealt with during the project and while listening to the stories of other people helped me to grow as a person.
Ezra: The existential issues in the stories of the patients also touched me; they made me aware of the things that really count in life, and they also evoked feelings of gratitude, and that I could do meaningful work by making the voices of the patients heard. Working with research partners as a the team means that you cannot deny these existential issues. Existential issues are exactly what patients can add and complement to professional perspectives on research.
Discussion and Conclusion
The ethnodrama ends here. What we tried to reveal is what it means to collaborate in a research team with research partners. The dialogues in the team have been cast as an ethnodrama to help readers to gain a vicarious experience of what happened. Presenting these experiences is important, since there aren't many publications from the perspective of the research partner. We believe that reading about the experiences of others can help researchers and research partners in making their collaboration a success. By participating in a scientific research process, Karen was confronted with uncertainties and concerns, and she discovered new ways of understanding herself and dealing with her situation as a researcher and as a person with kidney disease.
The ethnodrama reflects the feelings of Karen, as she went through a process of uncertainty about her surplus value in the team on the one side and development of trust and self-confidence on the other side. Karen gained more trust and selfconfidence during the research process, but her uncertainty did not completely disappear. In the beginning Karen felt insecure about her surplus value. By doing the interviews and having contact with the team members she began to feel more and more self-confident. By discovering her surplus value, the motivation and strength of Karen have grown as well as the wish for reflection and conceptualization. During and at the end of the writing process, the selfconfidence of Karen decreased again as she experienced fears and doubts about her writing talents. This process of going back and forth between uncertainty and self-confidence is something all the team members recognize within themselves; so again the equality between the professionals and research partners needs to be stressed.
For Karen it was important and fruitful to learn by doing, and by participating in a research team. By doing, she learned about the -truth‖ in science and later on she learned by reading and reflecting on the process. The ongoing support from and for each team member in the research team was important as a basis for the joint learning process. We all went through a search and learning process and by working together, talking together, and reflecting together, we could grow and develop ourselves. We went through a dialogical process in which we searched for the meaning of our role and responsibilities in the team. We searched for meaningful collaborations, and we had to balance between possible asymmetric relationships, power, and dependence. We also had to deal with more ethical questions about the responsibilities we felt for each other and the patients. In that sense the process we went through was dialogical, relational, and ethical.
This whole search and learning process was more fruitful than just following a course or reading an article. Courses and lectures imply a more unequal process whereby a professional gives the underdeveloped and unknown person technical tools and knowledge and tries to empower him or her. Our relational way of working and learning created a sense of equality and reciprocity. We contend that other patients may learn research, preferably as an -apprentice,‖ from an understanding and knowledgeable patient partner or professional, as part of a team, and in a climate of support and encouragement. This strategy is preferable to a formal, technical, scientific training. This may scare people off. Social learning in context, as the first step in development, can later be accompanied by more individual learning from relevant literature that matches the experiences of the research partner (Abma, Nierse, & Widdershoven, 2009) . Part of the learning process includes reflections on the cooperation between the patient researchers and professional researchers. It is meaningful to consider and reflect on the cooperation during and after the research activities and ask yourself questions such as the ones that follow, concerning your project: What were the expectations were they being met, and where did things change and grow, and importantly, when did things not run smoothly and how could this be improved?
All this leads to some further questions. For instance, should every research In conclusion, we want to emphasize that it is more fruitful to think in terms of -and-and‖ than in terms of -or-or.‖ Science is not opposed to relationships, for they can be combined and developed during interaction. Experiential and professional knowledge can complement and influence one another. Research partners and professional researchers can empower one another and become empowered in a process of working together. Experiencing tensions as well as finding solutions in practice can be as relevant as reflecting together afterwards.
During the process of doing research together, the concept of research partner got a rich and multilayered meaning, and more specifically, doing research as partners and becoming partners in research.
